... and after
The differences in mortality associated with social deprivation are considerable, and they are at their greatest in the very early stages of life. One of our prime recommendations was that children be given a better start in life. We based this on the long term duration of any improvement in health which could be achieved by better maternity or infant care; but that is not the whole story. More recent studies by Marmot in relation to heart disease' and by Barker more generally6 support the generalisation in the Court report that childhood illness casts long shadows ahead, producing impairment ofhealth years in the future.7
In seeking for an explanation of the association between social deprivation and ill health we recognised that on occasion the onset of ill health could lead to impoverishment, and also that shifts of individuals between classes could be statistically confounding. We did, however, adopt the position that in the main it was social deprivation which was the independent variable, damaging health in a variety of ways, acting differently at different stages of life. For children, important factors were lack of safe play areas, domestic overcrowding, and lack appropriate stimulation. For workers, inappropriate living conditions and deleterious lifestyles (some of which are shamefully stimulated by advertising) may have their effects made worse by specific hazards of particular occupations, which may be both poorly paid and intrinsically hazardous. The accumulated burden of a socially deprived life continues to oppress the diminished band of those who survive into old age. Many details have since been added to the picture, but they have in general strengthened its outlines, rather than demanded any radical revision.
Another matter on which we had some discussion within the group was the relative importance, in alleviating the health effects of social 'BMJ 1993; 307:1631-2 Like all parents, we dreaded the birth of a handicapped child. We had not realised that our love for that child would both compound and leaven the heartbreak and hard work. Our story is the typical one of initial concern about her development, the gradual appearance of neurological signs, and eventually the realisation that the disorder was progressive. We were fortunate that a diagnosis was possible: many families have to cope with neurodegenerative diseases that have not yet been characterised. For us the prognosis could be explained, although the timescale in metachromatic leukodystrophy is variable. The deficient enzyme and the gene have been identified and some of the individual mutations are known; relatives can be screened and early antenatal diagnosis performed. Of course, these opportunities bring their own ethical problems.
Soon after diagnosis, we learned of the treatments available, mostly recently developed and with uncertain results. By coincidence, the Royal Manchester Children's Hospital, 3 km from our home, has an international reputation in this field. The specialists' advice, a literature search, and a phone call to a leading authority in America led us to the conclusion that bone marrow transplantation was more likely to prolong the decline then prevent it in Fiona's case. We were aware of the clinicians' differing opinions and have been at ease with the course we took. Some people insisted we must not give up hope; we found it simpler to accept what we could not change, to take each day as it came and accompany our daughter along her difficult journey as best we could. There is no cure, but there are decisions to be made along the way and the prediction of our physician that each choice would come naturally when the time came has been fulfilled.
Distress and helplessness
It is deeply distressing to watch one's little girl decline from being a late walker at 18 months to become a helpless creature at the age of 3-paralysed, demented, and blind. There have been hints that she might be vaguely aware of her diminishing ability; that the paralysis preceded the dementia and that her senses When each week seemed to rob Fiona of one more pleasure, she developed a touching divergent squint which symbolised her vulnerability have faded before she has ceased to care. One of the most difficult features is our feeling of helplessness; that soothing lullabies and cuddling increasingly cannot ease her distress. The irritability and inconsolability have, however, responded to morphine in combination with chloral and diazepam, delivered through the nasogastric tube and mixed with the continuous feed at night. She now seems to have entered a more peaceful stage, though she still gets very upset when she is moved.
We have known what it is to be struck dumb, leaving unfortunate friends on the end ofa dead telephone line. It has often been kindness rather than sadness that has caused tears to well up; our families, friends, and helpers have provided invaluable support, and we have drawn strength from the church and local community. Our friend from the Crossroads charity not only has enabled Alison to take our other child, Christopher, out after school, but also has supper waiting on her return. We have also been grateful for the skill and kindness ofthe professionals.
Hospices and schools
We were introduced to Francis House Hospice early on and, like many new arrivals, felt a fraud as our little girl played with the toys as some of the children sat passively. Initially, the staff helped us work througbh the emotional turmoil. We came to realise how' important those first short visits were in enabling the whole family to get to know our new friends at a time, 
